programs in the United States. Rather than independent facilities or institutions, these programs of perinatal palliative care group together a number of services often delivered in a hospital or clinic setting.
These palliative care or hospice programs are perinatal, and not just neonatal, because the care begins with a prenatal diagnosis of a lethal, or highly likely lethal, fetal anomaly and continues through the birth and death of the newborn baby and afterwards during the bereavement of parents and families. This perinatal care is often organized in a very interdisciplinary way and covers medical, psychological, social, emotional, and bereavement dimensions of care. These holistic programs of perinatal palliative care emphasize comfort for the newborn baby, support for parents and families, and even the creation of mementoes, such as the baby's outfit, knitted hat, blanket, hand and foot prints, and photos, as a support for memories (3) (4) .
Yes, these perinatal palliative care services show that some people are listening to cries for personal presence coming from parents who may so often feel very alone, and so very lonely, as they cuddle their new and dying baby. One mother of a dying newborn may very well have been referring to these perinatal palliative care people when she said: "God doesn't come down and touch you to heal you. He sends people to be with you" (5).
It was not always this way. Perinatal palliative care represents a turning away from earlier attitudes that did not favour helping parents live through their sadness over the dying and the death of a newborn child. Stillbirths and early newborn deaths tended to be shrouded in silence and were supposed to be forgotten as soon as possible. Amy Kuebelbeck (6) cites a statement of the late Dr. Elisabeth Kubler-Ross in a 1986 video about stillbirths and neonatal deaths:
The sudden and unexplained death of a baby is very tragic, yet it is not regarded as something to be sad over, especially if the baby has never lived. As a consequence, parents are often not given per-"ls Anybody Listening?" (1) This subtitle question was actually the title of a letter written by an 84-year-old woman and p~blished nearly 30 years ago in the Los Angeles TImes, on September 23, 1979. Neither the woman who wrote the letter, nor her niece who sent the letter to the L.A. Times, wanted to be named. They were fearful, because the letter wrote about being a lonely prisoner in a convalescent home, a prisoner who for five years had never been out; had never during that time "seen a park or the ocean or even a few feet of grass".
The editors accepted the letter for publication because they thought the elderly woman's message was exceptional, although the L.A. Times did not ordinarily publish anonymous articles. I :-vill return to this woman's message, most likely In the September 2007 number of this Journal. For now I allow her letter's title question to guide me as I try to reflect on the deaths of those whose lives have hardly begun; to reflect also on the loss and grief of these newborn babies' parents and loving families.
The elderly lady's question, "Is Anybody Listening?", has echoed down the decades and has stopped me in my tracks. In the last 23 years of this Journal's editorials, I have never thought or written about dying newborn babies or about the particular, perhaps unique, kinds of grief parents go through when they only have a few hours, or days, or weeks at most, to hold, to feed, to bathe, to dress, and to kiss and hug their so little newborn baby. I think the elderly woman's question, "Is Anybody Listening?", may well be the question also of parents, brothers, and sisters as they hold, and hold onto, a dying newborn child.
Some Have Been Listening
The elderly lady's question came to me and struck me after my eyes were opened by a March 13, 2007, article in the New York Times on perinatal hospice or palliative care programs (2) . This article, by Neela Banerjee, estimates that there are now at least 40 perinatal hospice oj 6 a ..... mission by family or friends to mourn the death of their baby, and they are very often left alone in an apparently unsympathetic world, not knowing how to feel and not knowing how to cope (7) . This editorial opened with an elderly woman's plea for someone to listen to her plight, to the nightmare of loneliness and boredom through which she was living. When people are at the end of a long life, perhaps the most burning questions that arise are not about their impending deaths, but rather about the hells they are living in as they await death, at times so eagerly. However, I think things are quite different when newborn babies have to die just after they have began to breathe. When you hold, or see, or hear about a dying newborn baby, it should not be surprising if feelings of bafflement and sadness come to smother the heart; if incomprehensible and unanswerable questions invade and shock the mind.
I would now like to tell Calvin's story because his brokenhearted feelings and unanswerable questions are, I think, not unlike those experienced by parents of dying newborn babies.
Calvin and The Dying Little Raccoon
From March 12 to March 20, 2007, the International Herald Tribune's comic strip "Calvin and Hobbes" carried the story of Calvin and a severely injured, abandoned, and dying little raccoon (8) . Calvin and his stuffed toy tiger Hobbes (a real tiger for little Calvin) come upon a tiny raccoon, severely injured, in the woods. Calvin gets his mother and they carry the little raccoon in a box and towel into the house. One morning, a couple of days later, Calvin runs to ask his dad if he has checked up on the little raccoon.
When Calvin's dad tells him that the little raccoon died during the night, Calvin breaks out into inconsolable cries of grief. Calvin's dad tries to calm Calvin saying that at least they all did everything they could, and the little raccoon died warm and safe in their home. But the little raccoon didn't have much of a chance, and now he's gone. Through his tears, Calvin tells his dad: "I know. I'm crying because out there he's gone, but he's not gone inside me".
Quite so! The dead little raccoon was still inside Calvin. So, as he and Hobbes visit the tree where Calvin's dad buried the little raccoon, Calvin reflects: "I didn't even know he existed a few days ago and now he's gone forever. It's like I found him for no reason. I had to say goodbye as soon as I said hello". Yet, there is more to all this, as Calvin's next thought spoken to Hobbes is: "Still.. .in a sad, awful, terrible way, I'm happy I met him".
Yet again, that comforting thought fails to suppress the primal, unanswerable questions, as Calvin then asks Hobbes: "Why did that little raccoon have to die? He didn't do anything wrong. He was just little! What's the point of putting him here and taking him back so soon?!"
Questions Only of a Little Boy?
There cannot be, I would think, too many of us who do not, at certain times in our lives, find ourselves asking primal and unanswerable questions similar to Calvin's questions about his little dead raccoon.
The loss of a newborn baby must be such a time, the death of a baby who will never be able to ask P. Neruda's question:
Where is the child I was Still inside me or gone? (9) Parents may want to cry out in their grief:
Where is the child she could have become Gone or forever inside us?
Some things we should try never to do. We should not try to concoct facile answers to the unanswerable questions that may so deeply invade and so thoroughly surround parents and families who have just held their dying baby for the last time, in some cases, for the only and last time. Is there anything at all that we can do? Well, yes there is. We can be present to these parents and we can listen. If we do, we may hear not only the passing of the newborn baby, but the passing of our time as well.
